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Congenital Hyperinsulinism

Most common cause of persistent 
hypoglycaemia in neonates and infants.
Associated with significant risk of permanent 
brain damage.
Needs prompt diagnosis and immediate 
management to prevent neuro-disabilities.





Challenges in Developing countries

Delayed presentation

Hyposcreen cost

Free genetic testing 

Availability of diazoxide and Octreotide 

Cost of BG strips

Lack of feeding assistance

18 F DOPA PET scan availability

Trained Pediatric Endocrinologist/ HI consultant

Surgical expertise



Delayed Presentation 

In last 2 years 46 cases of HI 
reported

Average age of presentation 5 
months ( 1day to 5 years)

59 % ( n=27) presented in 
neonatal age

41 % (n=19) presented late 
( treated as seizures disorders)

❑ BG were not checked at initial 
presentation.


❑ Lack of awareness about CHI 
among families  and HCPs.


❑Bringing awareness about 
CHI in community.



Diagnostic Cost

• Free fatty Acids not available.

• Blood ketones available in few centers.

• Cost of  hyposcreen (insulin, C peptide, 

NH3, lactate, GH and cortisol)  is around a 
monthly pay of an average worker in our 
country 


                (90% cases belong to that category)

Diagnosing CHI

?



Free Genetic 
Testing 



Availability of Medications

• Not Registered .
• Expensive.
• Often short in market.

Diazoxide

• Short acting and LAR available 
( expensive)
• Lanreotide not available

Octreotide 



❑Role of local companies ! Proglycem suspension expensive.

❑Collaboration with other organization ! in process

❑CHI ! Facilitating in making liaison with different companies. 


▪ Government  and policy makers need to be involved 

▪ Special grants for this rare condition 



Feeding and nutritional support

No HI trained dietician

High carb formula are not available

Feeding tube and pumps are 
expensive.

Feed fortification is a difficult task 



Need for mentor mentee 
program for CHI 
dietician.Certification for CHI 
dietician ( virtual ).
Support for feeding 
tubes, and pumps.
Local guidelines for feed 
fortification.



18 F DOPA PET SCAN

• Not available in many countries.

• Where available it is expensive 

• Need expertise to conduct and 

interpret these scan

• Problem with dye stabilization .



CHI Trained Consultants/ Surgeon

• Lack of HI trained pediatric Endocrinologist and Surgeons.

• Rare condition and limited exposure of HCPs to manage it.


• Need for capacity building.

• Focal CHI center provide support to other hospital ( CHI 

help line)



Suggestions

• HI awareness webinars for families and HCPs.

• Guidelines for resource limited countries.

• Efforts for availability of diazoxide. 

• Training of  a team( Pediatric Endocrinologist, Dietician , Nurse, 

radiologist and Surgeon) of a focal HI center.

• Capacity building.

• CHI fellowships/ grants for developing countries.
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